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p ABSTRACTE

This paper examines the home and commmity adjusiment of families
with developmentally disabled children 21 years of age or younger (i.e.,
children with mental retardation, cerebral palsy, epilepsy, or autism).
Data collected from a mail questionnaire completed by 325 families in Lake
County, Illinois during the late 1970's reveals both factors facilitating
adjuatment and barriers te the principle of normalization. In the absence
of commumity support over the life cycle, institutionalization may merely
be postponed from childhood to adulthood. The paper identifies the types of
changes necessary in community attitudes and behaviors durimg the 1980%s
to prevent the institutionalization of these children upon their reaching
adulthood.



INTRODUCTION

In 1975, with the passage of the Education fof All Handicapped
Children Act (Public Law 94-1425; ft was eetimated that one-half of the
nation's eight million handicapped children were not recelving an appropriate
education. About one million of these students ware excluded from the public
school system entirely and many were institutioqalized. The law provides
that all handicapped children between three and twenty-cne years of age
have available to them a free appropriate public education. The philosophy
of institutionalization has given way to community based programs. Families
are expected to rear their handicapped children at home, and the children
are expected to be educated with their nonhandicapped peers to the maximum
extent possible. As this change in educational philosophy is implemented,
the soclal world of the handicapped child bacomes defined by the child'e
integration into family activities, and the family's integration into the
community.

As the medistor between the individuel and society, the family is the
basic social institution. It interprets soclety's rules of conduct for its
members. Yet the term, family, subsumes a wide range of diverpity in structure,
function, values, and iifestyles. The services that the family provides for
its members, other than the affectional, have been transferrad to outside
agencies with the advent of industrialization and urt«nization (Winch, 1971).
0f particular importance, responsibility was transferred from home to school
for increa.i:n portioms of the child's edu:cation. The family provides the

:h a place in saciety = & ibed social position, to which a
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developmental set of expectations are attached. The educational system

generalizes these expectations by age-grade levels to establish a standard-
ized set of achievement norms which all children are expected to attain in
order for their socialization and development to proceed as projected. The
handicapped child cannot attain all of the complex cognitive, physical,
social, and emotional developmental achievement norms prescribed by the
generalized aducational system. For the handicapped child, generalized
norms must be replaced with ones which ere more psrticularistic and indivi-
dualistic. The extent of the child's dissbility, available alternatives, and
the parents' emphasis on the importance of the generalized aﬁhievemant norms
will determine the nature of the particularistic and individualistic
resolution sought.

Structurally the family is a unit which performs the functions of nur-
turance and control to anable the child to survive and avoid the hazards of
the environment. Performance of the nurtursnce and control functions is
facilitated or impeded by both the activity level of the child and the avail-
ability of assistance with the child's care. As these maintenance functions
are fulfilled more easily then the emphasis on emotional bonds becomes more
important. Healthy‘fahiliea provide their members with psychic, status, and
interpersonal security. They provide emotional gratification and self=-esteem
based upon recognition of and affection for the unique individual strengths
of each member, rather than the impersonal competitive criteria of the market-
place. The family is an interaction process in which individuals learn and
practice roles appropriate for life cycle development. The degree to vhich
families optimize emotional gratification and self-esteem depends upon the

relative ease with which maintenance functions can be fulfilled. As main~
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tenance functions are fulfilled, family members are enabled to participate
In the ussal activities of their relevant soéial ietworks.

Community attitudes are an important factor in the disabled child's
development. They may mediate, augment, or deemphasize the impact of the
disability -~ ranging from revulsion, condemnation, snd avoidance to toler~
ance, altruism, love, and hope. 1Identifying community reactions {is important
in understanding the family's integration into the community. Normalization
relates to the belief that an individual should be allowed to live his/her
daily existence in a style that is similar to those in the surrounding
commﬁnity As 18 sex and age apprcpriate (Wolfensberger, 1972: 28),
Normalization is analogous to the maintenance of health rather than the treat-
ment of sickness and disease. It requires the integration of support systems
at an appropriate pace for the handicapped child just as the public school
system is appropriately paced for the age-graded development of the normal
child toward economic and social self-sufficiency. This implies that the
family alone cannot provide a normalized environment for a handicapped child.
Neighbors and members of the general public with whom the family would come
into contact in the everyday course of events must also accept the
child. If community acceptance is not forthcoming and the child is isoclated
from regular experiences in preparation for adulthood, then the socizl world
beyond the family becomes inaccessible. In the absence of community support
-cver the life cycle, institutionalization may merely be postponed from child-
hood to adulthood.

Tais paper utilizes data collected in the 1n.l. i's o examine the
biiity of families to provide a normalized environment for developmentally

disabled children. Two dimensions are explored--the ability of families to



meet social and emotional needs within the home, and the abllity of famiiiss
to provide the entire range of community interactions which would ordinarily
be part of the childhood and adolescent experience. The abllity of the

family to function within these two spheres =-- home and community -~ is pro-

jected to suggest the outlook for eimilar families in the 1980's.

RESEARCH METHODS.

Saupling Procedures

The population was defined as Lake County, Illinoils, parents of deval-
opmentally disabled children ages 0-21 who receive services in Lake County.
For the purposes of this study, developmentally disabled is defined as children
handicapped by mental retardation, cerebral palsy, epilepsy, autism, or mul=
tiple handicaps involving one or more of the foregoing, and whose handicap
required more than 50 percent time in a spacial education program. Extensive
correspondence and discussion with agencies at the State and local leveals, as
well as with individual facilities and pareants contacted through the Illinois
Covernor's Advisory Council on Developmental Disabili:ies and local organiza=-
.lons, resultad in the identification of 751 families. Bacause of ad-erence
to regulations governing rights of privacy, mailings requesting parents to
consent to participate in fhe study went out through the educational facilities
serving Lake County: Three special education school district=, a state resi~
dential facility, a federally funded early intervention program, and six private
facilities. Due to the low percentage of consents received after the first

mailing (37.7 percent) these educational facilities also conducted a follow-up

mailing.



Data Collection Procedures

A computerized review of the literature and opsn-ended depth intexrviews
with parents were used to construct a mail survey questionnaire. The question-
naire was pretested with 66 families of children at%ending three schools for
the developmentally disablad in Evanston, Illinois. Following revisions based
upont the pretest results, a 57~page mail survey questionnaire was develcped
for the Lake County population. Structured closed-ended quastions were
designed to provide data regarding:

—=the mamer in yhich parents first discovaraed that their child
was developmentally disabled;

~-the availability of extended family and community support
networks for the parents and their children;

—the nature of the developmental disability, siiil levels, zad
kinds of limits the children have;

—~the manner in which parents successfully or unsuccessfully securas
the community gervices needed by their developmentally disabled
children;

—the current profassional interventior ancountered and 1is
perceived value;

—parents’ attitudes regarding the direct services currently used
for their children;

~~parental involvement !n their children's educational programs and
organizations concerned with developmental digabilities;

~~parents® opinions about general policy directions for the provi-
sion of services for the developmentally Jigablad in their conmu~
nity; and -

—long-term plans and obj}ectives these parents have for their children.

Questionnaires were mailed out over the three-month peric.i from mid-March
to mid-June 1978 to the 458 families (61.0 percent) who £inally consented to
participate. Included with each Questionnailre mailed was a return post card

with the respondent's name and the statement, "I have mailed my completed
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questionnaire.® Respondents were asked to mail the card, separately, at the
same time they mailed the completed questionnaire. Since the questionnaires
themselves were fiiled in anonymously, the post cards were our only check on
which consenting parents had, in fact, returned questionnaires. A follow-up
letter with a second return Post card was sent approximately one month after
the questionnaire was mailed if we had not received a post card notifying us
of its return before that time. These procedures resulted in the return of
330 completed questionnaires (43.9 percent of the families identified and
contacted; 72.1 percent of the families who comsented to participate}.

Returned questionnaires were coded and keypunched and a file defined
for statistical analysis of the data with the Statistical Package for the
Social Sciences (SPSS) system of computer programs. Thu data was cleaned

by eliminating out-of-range .o and performing a series of contingency

checks.

Characteristics of Parénts and Their Children

The study was conducted in Lake County, Illinois. The county is in
close proximity to Northwestern University, which minimized travel time and
expense. ﬁake County offers a wide range of services to developmentally
disabled persons. There is a major state—operated residential center for
severely and profoundly retardzd persons. There are other smaller resideniial
programs- operated by private non-profit groups. The county is known for its
comprehensive programs of special education offered through the public school
districts. There are several sheltered workshop facilities for deyelopmentaily
disaﬁled persons. Within the area alternative residential programs for devel-

opmentally disabled persons are beginning to be deyeloped (e.g. community

5
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living facilities, foster home networks, group homes).

The area of Lake County was selected for the research population because!
(1) ic is geographically compact yet inciudes urban, suburban énd rural
populations; (2) it offers a wide variety of services for the developmentally
disabled; (3) providers and consumers of developmentally disabled gervices
have & history of cooperation with past efforts to secure related information;
and (4) the county contains people of wide rangé of socioeconomic, +thnic and
racial backgrounds.

Although the questlonnaires were mailed to both parents in two—parent
families, almost all were completed by the children's mothers. Of these
mothers, 20 percent had not completed high school, 33 percent were high school
graduates, 31 percent had some college or special career taaining, and 16 per-
cent were college graduates. In 1978 dollars, 33 percent had yearly family
incomes before taxes of less than $15,000, 39 percent between 315 - 25,000, and
28 percent over $25,000. The vast majority (86 percent) were currently married;
that is, most children in the study were from two-parent homes. About half of
the mothers (48 pefcent) were employed outside the home, a group about equally
divided betwaen those hciding full-time and part—time jobs. In terms of racial
composition, 83 percent of the sample were white, 11 percent black, 3 percent
Latino, and 3 percent Agian or American Indian.

0f the children reported on in the questiounaires, 21 percent were identified
by their parents as mildly retarded, 34 percent as moderately mentally retarded,
20 percent as geverely and profoundly mentally retarded, 12 percent as having
cerebral palsy, 4 percent as autistic, and 9 percent as having epilepsy. Of

thie children, 57 percent yere male and 43 percent, female.
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FINDINGS

Adjustments Within theé Nueclear Family
Having a developmentally disabled child in the family affects mothexs

and fathers individually, as well as thailr marriaga. Tha extra attentipn

that a developmentally disabled child requires can result in an intensified
emotional anviromment, potantially eithar positive or negative. In our sample,
the mutual adjustment of nuclear family members seems to enable the vast

majority of families to meet members' needs for lova and belonging (see

Table 1).

.TABLE 1 ABOUT HERE

11

In terms of the positive expression of affection, mother-child intar-
actions are percelved as.more unambiguously rewarding than wife-husband
interactions. Almost all mothers (84.5%) consider time wich their children
well spant and very few disagree (4.7%). The majority (64.3%) are satisfied
with the amount of remaining time to be spent alone with their husbunds,
although nearly one—quarter feel that time available to be spent alone with
husbands 1is iInsufficient. The importanca of spending tfme with thelr daval-
opmentallﬁ disabled children does seem for some to curtail the amount of
time available to be spent alone with husbands.

Spending time with children is paf&eived as important becausa it en-
hances children's development. The time spent yith children can ba perceived
ag eithar anhancing or curtailing the parants' devalopmant. That 18, there
_ can be mutually beneficial effects. On the other hand sscrifices of time

and monay mude by the parants may be such that only the child is felt to

1i
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benefit, For our sample, the aspecial efforts required for a developmentally
disabled child are clearly parceived as more baneficial to parents' personal
growth and autonomy tian not. Mothers typically invest a greater amount of
time than do fathers and they correspondingly perceive more personal growth
as a result of the experience (63.3% for mothers compared to 52.6% for fathers),
The remainder are more likely to be uncertain whether the developmentally _
disabled child made a difference in their personal growth than to feel the
child had been a constraint.

Intensification of demands ..'1 result in greater satisfaction and rewards.
but also greater frustration ana'isolation. For our sample satisfaction
greatly outweighs frustration., Only 14,77 of the mothers feel trapped at
home, and a slightly smaller number have ever become so frustrated that they
wish their children would die (11.5%), Wives are less certain about the in-
tensity of their husbands'lfrustrations, although an equally large number
(84,7%) disagree that either they or their husbands have ever wished tleir
children would die.

Having a developmentally disabled child in the family can affect the
types of adaptations which families must make to the world outside the
nuclear units (see Table 2). Social and geographical mobility may be inhibited
for two reasons, Investment of the time and money required to meet a develop-
mentally disabled child's educationgl and medical needs may result in less
regources available to be invested in.Car;er de;;iopment. A relative lack of
services in other geographical areas of the country may prohibit taking a job
in a different area, On the other hand, needs for more income may spark

career development, Experiences gained in working with developmentally dis-

abled children can expand skills and social contacts which can in turn be
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translated into career opportunities. Families may have moved to Illinois

to take advantage of better educational services than were avallable else-

where.

TABLE 2 ABOUT HERE

In our-sample, the net perceived effect of the developmentally disabled
child on career and job mobility seems to be roughly equivalent. A small
number of parents (l4%Z or less) percelve their children to have impeded or
to have advanced career success or job opportunities. The vast majority
percelve the child to have had no effect (88% percelve no effect on husband's
career, 747 on wife's career, and 81% on job mobility).

Community involvement beyond the sphere of'work can also be inhibited
by having a developmentally digabled child in the family. --Developmentally
disabled children need closer supervision for a longer period of their lives
than do normal children. Some parents are, therefore, restricted in the
amount of time availlable to pursue other interests. Expenses for assoclated
medical services can reduce discretionary income. In our sample, very few
mothers perceived their children as having negative effects on their political
or religious involvement (3.9%7 and 6.1%, respectively). A slightly larger
number felt their ghildren had negative effects on. entertaining pecple at
home or on social activitles ocutside the home (13.9% and 20.9%, respectively).

Some parents become more involved in the community by participating in
self-help support groups. These groups are assoclated gith most on-going
- services (such as, educational and residential programs) and are involved in

advocacy as an outgrowth of sharing expeilences and information. Substantially

.13
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more mothers felt their children had positive effects on their political
involvement than negative (1B.3% vs, 3.9%). Parents can becoma involved in
aupporting specisl rgligioua education for their children as wall ag deep-
ening their own religious commitment, Again, devalopmentally disabled children
were ovérwhelmingly_perceived t6 have more positive than negative effects on
religioqs involvement (34.1% vs. 6.1Z). Effects on parents' social activities
both within and sutside their homes are more even. About as many perceive
their children to have had positive és to have had negative effects.

The impact of developmentally digabled chiidren on parents' lives is one
thing. Involvement of the children in family activities is another. In the
philosophy of normalization, the famiiy is the most important provider of
community-based activities since children spend more time with faﬁilies than
in educational environments. Virtually all children are included in such
everyday family activities aslgoing for car rides, visiting friends or
relatives, taking walks, and eating out (see Table 3). Children with severe
communicatien disabili&ies may be unable te engage in ordinary pastimes,
like watching TV, Children are more likely to be excluded, or the family as
8 unit is léss likely to participate, when activities would require group

participation of a gcheduled duration (that is, going to movies, sports

events or religious services).

TABLE 3 ABOUT HERE

Extended Family and Community Networks

In the previous section, we have ghown that the nuclear family can and

does adjust well to having a developmentally disabled child. Participation

]
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in group activiuies outside the nuclear family does become problematiec,
both for parents and for the family as a unit. Within the nuclear family
unit tha burden of socialization'and education activities for the mother
can be reduced by assistance from others (see Table 4)., Help is, in fact,
received from other nuclear family members in a bare majority of cases (from
the child's siblings in 57.7% of families and from fathers in 56.0%). Nert
most likely to be of assistance are extended family members (24.0%). Beyond
the ties of kinship, friends and neighbors ere only about as likely to be of
assistence to mothers as professionals (in 15.8% and 13.9% of families,
respectively), In summary, nuclear families seem to be autonomous, yet

isolated, in the provision of care for the developmentally disabled child.

TABLE 4 ABOUT HERE

Caring for a child can be construed more broadly than the provision of
reguler assistance with developmental tasks, Children do receive regular
akills ingtruction within a school environment, so these needs are at least
partially met. Even though children henefit if instruction is complemented
by efforts in the home, perhaps, it is of greater importance that the femily
functions to meet children's emotional needs. As long as the nuclear family
can function on a daily basis, regular assistance may be less important than
statements of love and interest from extended family membars, These state-
ments may help the nuclear family best fulfill its expressive function,
Knowing that the child is at least accepted as & desireable member of the kin-
ship system may reinfowxce the family's gense that what is being done with the

"child is worthwhile. Knowing that help with caring for the child would be

15
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aveilable yhen needed may be as psychologically comforting as receiving help
on a regular basis.-

Tha strongest bonds of both affect aﬁd duty within the extended family
ave among children, parents and grandparents. Two ways that affective
bonds are expressed are through symbolic representations of the famiiy, such
a5 photographs, and in family rituals, such as those surrounding birttdays.
Grandparents,in our sample, were overwhelmingly reported as axpressing
affection for the children in these ways (see Table 5). Very few grand-
parents yare reported as not enjoying photographs of the child or remembering
the child's birthday. Affective bonds can alse be expressed moné concrataly
by the willingness of gramdparents to provide a back-up system, such as pro-
vidirg parents a break from routine daily activities or in cases of illness.
Far fewer femilias reported that they could rely on grandparents to provide
this type of back-up system. Nearly ona-half (47.6%) could invariably raly

on grandparents and 19.6% could hardly ever do so.

TABLE 5 ABOUT HERE

If families are to be supported in caring for davelopmentally disabled
children at home then acceptance by neighbors is important, as is acceptance
by extended family. At luast nuclear families have somewhat more freedom
in selecting neighbors than in selecting relatives with whom they will

interact.

Labeling a developmentally disabled child as deviant may result in both
the child and the family being isolated from regular socisl contacts with

neighbors. Increased social distance and isolation can occur a8 a result

1¢



of the family's wiihdrawal from social interactions as well as because
others exclude the family and child from their scelal activities (Qee

Table 6).

TABLE 6 ABOUT HERE

Deviation from normative developmental expectations becomes more
pronounced es children matura. Therefore, the adolescent or edult with a
developmental disability is more likely to have behaviors which deviate
from those ordinarily expected in group settings. In order to ascertein
differences In acceptance over the life cycle, age of the child was intro-
duced as a control varieble. Four stages in the life cycle of the develop=-
mentally disabled children in the study are defined: preschool (birth to
5 ysars old), elementary {6 to 12 years old), teenage (13 to 18 years old),
and young adult {19=21 years old).

Regardless of the child's age, 1f perents are willing to initiate socisal
invitations, most perceive their neizbbors es willing to visit when their
devalopmentally disabled children are at home. That is, families do not
express a greeter tendency to withdraw from social activities over the life
eyele, |

In contrast, actions which require initiative on the part of neighbors
are percaived to become less likely over the life cycle. From the family's
peint of viaw, sociﬁi 1golation of the child in the community appeare to
result more from exclusion than from withdrawel. fha problam becomes more
acute as the child nears adulthood and the peried of formal education ends.

For the normal child this would be the time the child would leave home to

L
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undertake further training, jobs and marriage. Due to the limitations imposed
by their disabilities, and a relative paucity of appropriate vocational oppor-
tunities, many parents of developmentally disabled children are faced with the
probability that their adult children will remain at home requiring on-going
care. The physical and emotional demands made by the adult child are greater
than thoase of the young child, wﬁile at the same time there 1ls less community
support.' Dasplte the emphasis on mainstreaming and community-based services,
resi&ential care may be the only option to that of maintaining the developmen-
tally disabled adult at"home-in the status of dependent child.

Over the life cycle, we do find that parents increasingly accept the
inevitability of residential placement if they became unabla to care for
thelr children (see Table 7). Correspondingly fewer parents over the life

cycle report that care would be provided by family or friends.

TABLE 7 ABOUT HERE

DISCUSSION

Nuclear familiea with developmentally disabled children have adjuated
well to the eXpectation that their children will remain at home. Whatever
hopes and aspirations were modified in the light of severe developmental
iimitations, individual strengths and accomplishments appear to be valued
within the family setting. Emotional needs of the children and the parents
are largely met. Extra time required is not resented. The children are
much more likely to be viewed as assets to personal growth and family

functioning rather than as liabilities. Support is forthcoming from

extended family members and others in meeting emoticnal needs as reflected
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beyond the structured questionnaire in parents' comments:

We have been most fortunate in having kind-hearted, sympathetic
and understanding friends and relatives. They were educated along
with us and have not been made to feal uneasy or uncomfortable in
any situation or surroundings. We have also received a great deal
of encouragement from them.

. The attitude changes of all those involved by knowing a re-

tarded child ara remarkable. Most people I have met and bacome

good friends with and do not have retarded children seem to grow

In their awareness of the value of life, They tend to stop and

think of the importance of time and slow down in their rat race

of living to appreciate vwhat they have.

However, the extra time required by a developmentally disabled child
curtails interactions between family members. Tha ability of the family to
include the child in public activities ig limited. The vast majority of

nuclear families bear the entire burden of the child's disability without
asslstance. The nuclear fan.lies are galf-gufficient, yet the children

tend to be isolated within the families except for that part of the day when
they are attending school., Even grandparants are much more likel ' be
emotlionally supportive than to provide a reliable source of asgistance when
needed, The nuclear families tend to becoma isolated from social interactions
outside the home too as other parents comments show:

We are more or lass by ourselves. We can't go with him too
many places. Not too many people are willing or able to babysit
with him. And we couldn't afford it too much snyhow. His brother
and sistar don't want much enything to do with him, They may baby-
sit with him when it's really necessary. We don't have too many
friends or relatives come to visit ys.

Many friendshipe ceased to exist. Some people ware afraid
their children would “catch it", too. Some of our "normal" child's
friends couldn't visit at our home because of our d.d, child.

Neighbors éra increasingly less likely to accapt developmentally disabled
children in age-approprilate gituations as the children grow up from early

childhood to foung adulthood, Nuclear families are inhibited from providing

19
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their children with the axperience nacessary to adapt to ths social world
outside the home, Usually family.life provides for a series of separatioms,
apart from formal education, which help prepare children for adult autonomy.
Children may require adult superviaig;"during thesa separations but usually
this responsibility is not borne so exclusively by the parents.

For developmentally disabled children there are few activities outside
school to provide a structures for their lives outside thelr nuclear families.
Once schooling ends there are few vocational ofportunities to £111 the gap.
Nuclear gamilias appear to be very capables of providing *ha necessary emo-
tional support for‘personality development, but cannot independently provide
productive functions. If the limited community opportunities do not meet an
individual young adult's needs, then the family has two alternatives: kesp
the young adult at home In the status of ded une eliaad or institutionalize.
The family has beacome a specilalist in a world of specialists, but the family
has extended its specialization to incorporate an iIndividual with a disability
to a greater extent than has the community. Unless the community modifies
its expsctations for adulthood, and provides work and residential optiomns
accordingly, then families cannot prepare their developmentally disabled
children for emancipation except for imstitutionalizing. Parents' anguish
about this dilemma is aloquently axpressed in the following representative
commen ts?

Children who are normal grow up and leave home at about this

time. It would be unfair to our child to keep him at home without

friends and activities.

We plan to have our child finish his spacial education years

and then see what the possibilitias are for his future. Wa would

like t. place him in a permanent homa while we are still healthy and

able to visit him_and have him home for vacations. Aftar bis school=

ing is finished, we fael he will truly miss his frilends, all DD

individuals, and would ba happier in a rasidential or community

living placemant before an amergency arises and ha has to be abruptly
uprooted from home. We don't know at what age this will be.

6
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Our child will finish school at 21, Her brother and sisters
will most 1ikely not be 1iving at home. Her father and I will be

in our 50's. I think if a good residential placement could be

found it would be to everyone's advantage. I think at age 21, our

child will want friends, a soclal life, etc., that we will not be

able to provide and the community cannot provide at this time.

Change in community attitudes and policy will be necesgary in the
1980's to continue the integration of developmentally disabled adults into
the community. Normalization has noy been achieved when home and school
cannot work together to prepare developmentally disabled children to 1ive
as adults with the greatest amount of autonomy possible. At the present
time institutionalization is being postponed, not eiiminated. The outlook
for the '80's is bleak unless communities begin to provide residential and

vocational opportunities which maximize independence by reducing the depen-

dency of developmentally disabled adults on aither nuclear families or

institutions.
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Table 1, Effect of developmentslly disabled child on family satisfaction.
(rank ordered by agreement)

Satisfaction with Interactions Agree Uncertain Disagree
I consider my time with this 84, 5% 10.7 4.7 N = 317

child to be well spent.

I'm satisfled with the amount of
time I'm able to spend alone . *
with my husbeand. 64,3% 11.8 23.9 N =272

Parents' Personal Devalopment

Having a developmentally disabled
c¢hild has made me a better person. 63.3% 23.5 13,2 N = 319

Having a developmentally disabled

¢hild has made my husband a X
better persom. : 52.6% 29.2 18.3 N = 274

Isolation and Frustration

I feel "trapped" at home hacsuse
of my developmentally disabled
child, 14.7% 13.8 71.4 W= 312

Sometimas I've hecome so frustrated

by problems caused by the develop-

mental disability that I've wished

our child would die. 11.5% 3.8 847 N = 314

Sometimes my husband has become so0

frustrated by problems caused by

the developmental disability that "
he's wighed our child would die. 3.7% 11.7 84.7 N = 273

Answered by married resvondents only,




Table 2, Effect of developmentalily disabled child on career mobility and
community involvement. (Rank ordered by perceived negative effect)

Career Mobilicy . Negacive No Effect Positive
Your husband's making a ' *
success of his eareer. K 4,52 88.1 7.4 N = 270
Rl
Making a success of your career. 12,7 74.1 13,3 N = 158"
Moving the family for new job |
. opportunities, 13,6% 8l.1 5.3 N = 301
Community Involvement
Politieal involvement. 3.9% 77.8 18,3 N = 311
Religious involvement. 6.1% 59.8 5,1 N = 311
Entertaining people in
you: home, 13,.9% 73.5 12,8 N = 309
Involvement in soecilal aecivicies
outside your home. 20.9% 50,0 . 29,2 N~ 312

*
Answered by married respondents only,

*

** Answered by working mothers only,




Table 3. Involvement of develspmentally disabled children in family activities.
(rank ordered by frequency of involvement)

Child does Child does not Family does
with family do wigh family _ nog do

1. Go for rides in the '
family car - 96. 6% 1.8 1.6 N = 319

2. Visit friends or :
relatives 95.62 4.4 0.0 N =318

3, Take walks, g0 to beach,

or park, or similar
‘activities’ 91.4% 5.4 3.2 N = 315

4. Eat away from home (for
example, ice cream parlors,
hamburger stands, or
restaurants) 90.2% 6.9 2.9 N = 317

318

5. Watch TV 87.1% 11.3 1.6 N

6. Go to movies, concerts,
plays, sports avents, or
‘gsimilar activitias 65.2% 24.5 10.3 N = 319

7. Go to church or temple
(including Sunday School) 56.3% 17.3 26.4 N = 318
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Table 4. People who regularly spend extra time outside school with children
on developmental activities. (rank ordered by frequency help given)

%z Yes
(N = 317)

1. Child's brothers or sisters 57.7%

2. Your husband 56.0%

3. Child's grandparent or other relative 24.0%

4, A friend or neighbor . 15.8%
5. A professional (for example,

a physical therapist, 2 tutor) - 13.9%

‘

Table 5. Involvement of graadparents,of developmentally disabled children,
{rank ordered by type of involvement)

Always Sometimes Hardly Ever

1. Enjoy having and looking

at photographs of the
child 84.6% 13.2 2.2 N =272

2. Remember the child’s
birthday 86.2% 10.4 3.3 N = 269

3. Offer to care for the
child for short periods
when appropriate 47.6% 32.7 19.6 N = 275

. :
Questions anstwered only by respondents for families in which at least
one grandparent was alive.
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Table 6. Percent of respondencs perceiving neighbors as accepting child
under various circumstances.

Preschool Elementary JTegnage Young Adult

Visit us when developmentally

disabled child home 89.3 86.5 90.5 - 87.2
Accept child as friend for own

children of same age 79.0 57.1 54.3 48.9
Invite to visit in their homes 77.0 64.6 67.8 68.1

Accept as neighbor in community
living facility upon reaching

adulthood 71.0 54.1 61.6 61.7
Accept child as friend for
own childrgn of opposite sex 68.9 38.8 40.2 38.3
Accept as classmate at same
school as own children 66.7 . 47 .4 47.9 44.4
Accept as coworker upon
reaching adulthood 66.2 47.9 45.7 51.1
Accapt ag adult with full | :
legal rights 60.3 35.8 36.5 37.8
100% = (76) (101) (99) (47)*
(323)
MD = (7)

* Actual N's fluctuate somevhat due to missing data on the social distance
questions.

o
3
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Table 7. Arrangements anticipated if parents became unable to care for their
developmentally disabled children.

Preschool Elementary leenage Young Adult

Care would be provided
by family or friends 79.4% 70.6% 54.9% 57.2%

Care would be provided in
8 residential facility 10.3 12.6 27.9 35.7

I 1ive from day-to=day
and trust the future will

look after itself 10,3 _16.8 17.2 7.1
100. 0% 100.0%  100.0% 100.0%
(68) (95) (93) (42)




